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Health affairs have been moving
rather rapidly from a largely pri-
vate affair to a matter of public
policy. Accompanying that move-
ment has been an emerging con-
sumerism still largely without a de-
fined role and function, largely
without the acceptance and sup-
port of health professionals, and
also lacking a base in the larger
consumer body. In order to fulfill
the potential of consumerism for
changing and improving the
health care system, it needs nur-
turing and developing by consum-
ers themselves; but it also needs
the support and encouragement of
health professionals. Consumer in-
put at all levels in all agencies is
needed to develop a more effective
and responsive health care system.

If one considers the mandates
of various government health pro-
grams, they all depend upon a
large pool of informed citizens in
health affairs. It would seem log-
ical, therefore, that an office of
consumer health affairs be estab-
lished at an appropriate level in
government health  activities.

Comprehensive health planning,
in fulfilling its mandate for a ma-
jority of consumers at the State
level and for areawide agency
boards to be similarly constructed,
seems to have an especially high
level of need for an informed con-
sumer health constituency. Com-
prehensive health planning might,
therefore, be encouraged to in-
crease and broaden the thrust of
its activities in consumer partici-
pation.

A multitude of factors are re-
sponsible for the rapidly emerging
prominence of consumers in the
health care system—higher educa-
tional levels of the general popula-
tion, greater expectations derived
from improved communication, a
somewhat higher standard of liv-
ing (or expectation of a higher
level of living), and frustrations
which develop when the demand
and ability to purchase health serv-
ices do not equal the ability of
the system to supply services and
frequently not the quality of serv-
ice desired. Additionally, the slow
growth in the development of new
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ideas and programs to meet in-
creasing needs, the general cul-
tural acceptability of “militancy,”
and the more political nature of
health services today are all im-
portant factors in the emergence
of the consumer role in health.

Consumer participation, espe-
cially in ghetto communities, has
become an important force for
change. In some cases, it is even
perceived as a serious problem to
professionals in the health field.
The ghetto consumer has sought
power within the very structure of
the medical care system and de-
mands a substantial role in policy
development and a role in govern-
ing health care institutions. Be-
cause of the strength of these de-
mands, sometimes backed by
Federal money, and his insistence
on change, the consumer on the
one hand poses serious threats to
the health professional and on the
other hand provides the potential
for improvements of health care in
a relatively short time.
What is Consumerism?

Consumer participation is citi-
zen involvement. Citizen involve-
ment in health is neither a new
concept nor does it have a single
objective. In the past, well-to-do
members of a community gave
their time, usually as members of
boards or trustees of hospitals, to
insure that the community had
health care. Some ethnic groups
provided institutions for care of
their own people. In other related
parts of the health system, such
as health planning agencies and
insurance plans, the “participat-
ing” consumers were, and still are
in some cases, from the middle and
upper classes of the community.
They were chosen because of their
position, money, and business
knowledge. More recently, in some
areas of the country the upper
class businessman and the union
leader have also been encouraged
to participate.

Up to now, citizen board mem-
bers have largely not encroached
on the planning for the delivery of
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health services but have partici-
pated mostly in areas of lay ex-
pertise, such as fund raising. The
health professional has largely
dominated health-related decision
making. Thus, who shall get health
services, where they shall come
from, and how they shall be pro-
vided rarely rests in the hands of
the consumer. Professional satis-
faction with a program rather than
consumer satisfaction has been the
measure of success.

Even in the neighborhood
health centers of the Office of Eco-
nomic Opportunity, where maxi-
mum feasible participation was
mandated, an appraisal by Sparer
and co-workers (1) showed that
consumer involvement varied.
Seven neighborhood centers were
rated high in the degree of in-
volvement (actual participation of
the consumer group in policies,
practices, and operational deci-
sions), nine rated moderate, and
11 rated low.

Demand for consumer partici-
pation is arising mostly in ghetto
areas and somewhat in middle-
class areas and is devoted almost
exclusively to gaps in health care
and to dissatisfaction with service
and with the manner in which
service is rendered. Heretofore,
these have been solely professional
decisions. This involvement is both
strong and frankly political.
Whereas the fundraising role is
almost dead, the new ghetto con-
sumer has the potential to influ-
ence the direction of Federal and
State moneys.

Early in 1969, President Nixon
requested that the Secretary of the
Department of Health, Education,
and Welfare study the problems of
Medicaid and related programs
and make recommendations to im-
prove these programs. By July of
that year, a task force (2) was in
operation.

It was determined very early
that the problems of Medicaid or
Medicare, or both, lay beyond the
walls of such specific programs.
Rather the problems existed with-

in the current health system, and
significant changes in our system
of delivering care were required.

It was noted by the task force
that “not only do millions of con-
sumers get care on a hit and miss
basis or lack access to care except
in medical crises, but virtually all
consumers lack access to the deci-
sion making machinery that can
bring about change. Few institu-
tions and programs include repre-
sentatives of every day users of
their services on policy-making or
governing boards in spite of their
non-profit and presumedly com-
munity character” (2).

A basic tenet of the report (and
of this paper) is that “greater con-
sumer involvement in decision
making is required to overcome
deficiencies in the health system

. and to achieve better man-
agement of resources . . . with-
out substantial consumer input,
health institutions can become ex-
cessively self serving and, in fact,
tangential to even fundamental
community health problems. Also,
without consumer input, user iden-
tity with service can deteriorate
and inappropriate use can occur.
Perhaps it should be added that,
as in the management of other
community institutions, for exam-
ple, education, the fact that the
consumer ‘wants in’ is a valid rea-
son for involvement in its own
right” (2).

Yet staff research in this area
demonstrated no national means
of providing the consumer the as-
sistance he needs to become a posi-
tive force for the improvement of
national health care services and
no means for bringing the con-
sumer and provider together to
work jointly. This observation
should not be interpreted to mean
that in individual cases and in spe-
cial instances consumers have not
been in roles of power in the
health system or that the consumer
does not take part in health sys-
tem decisions, but these instances
are rare in the national picture.



Who is a Consumer?

“Who is a consumer” is fre-
quently a cloudy issue. In recent
deliberations of the Task Force on
Medicaid and Related Programs,
the consumer was defined as “any
user of the health care system.”
Since users reflect certain social,
economic, racial, and geographic
characteristics, the task force rec-
ommended that a “participating”
consumer must also reflect these
characteristics. (2).

In ghetto areas, as is true in
other communities, not every per-
son participates directly in pro-
grams affecting his community.
The ghetto consumer is frequently
represented by an organization
whose leaders and most of whose
staff originate from the immediate
community. There may also be
various volunteers (VISTA, and
so forth) from outside the com-
munity as well as other part-time
or full-time salaried staff and con-
sultants from outside the commu-
nity who act as advisers and who,
in many cases, guide the commu-
nity organization to action.

Consumer groups usually state
that they are supported by the
community and feel that they
voice their discontent. In most in-
stances, motives are good. They
seek to improve health care in the
community and, in many cases,
they know what’s wrong with a
facility. They come, however, usu-
ally with little or no organizational
capability and very little knowl-
edge of health. These consumer
groups are usually distrustful of
the health establishment and in
turn are usually not trusted by the
establishment (3).

Change

A variety of factors are moving
us toward a greater role for con-
sumers. The consumer role in
three government programs—the
Juvenile Delinquency Program of
the Department of Health, Edu-
cation, and Welfare; O.E.O.’s
Community Action Program; and
more recently, the Model Cities
Program of the Department of

Housing and Urban Develop-
ment—offers interesting compari-
sons.

Consumerism has evolved from
a minor role in the public-private
policy-shaping function of the Ju-
venile Delinquency Program’s
community leadership coalition to
more significant participation in
policy formulation in Community
Action Program activities—and it
has further progressed to a more
dominant position in the Model
Cities Program. This program
sometimes places city government
and black neighborhoods in adver-
sary relationships, with each hav-
ing a degree of independent au-
thority over planning and program
development.

The Juvenile Delinquency Pro-
gram offered the “previously un-
heard” consumer what might be
labeled  token  participation.
O.E.O. programs were encouraged
to achieve “maximum feasible par-
ticipation.” The Model Cities Pro-
gram represents an evolution of
the consumer role to a “must be
heard” status both within orga-
nized neighborhoods and in its
claims on the attention of city
government.

More important, and specifi-
cally in the health area, compre-
hensive health planning requires
at least a majority of consumer
representatives on comprehensive
health planning councils. In most
cases, however, there is little evi-
dence that mandating consumer
participation has truly achieved
the participation of consumers,
especially the “previously un-
heard” consumer.

There are increasing attempts to
permit consumers to participate in
policy making at all levels. Even
though not entirely successful, in
many cases it has been realized
that a board of trustees of a hos-
pital made up entirely of persons
who no longer live in a community
usually cannot voice the needs and
desires of that community. In his
inaugural address as President of

the American Hospital Associa-
tion, Dr. Mark Berke said (4):
“For all of us, the question now
is how to involve consumers in a
meaningful way. We need to get
some input from such groups, and
to gain from them knowledge and
understanding of our problems for
these problems are, in the final
analysis, the problems of the
consumers.”

In line with Berke’s comments,
the Catholic Hospital Association
has recently issued a “Board of
Trustees Guide” which stresses
community representation as a
desirable element in trustee
membership (5).

Opportunities for Participation

The Urban Coalition in its
“Rx for Action” (6) has recom-
mended “that information about
the community, the various bodies
in the community in which the
people can participate as mem-
bers, and the nature of organized
efforts be catalogued and made
available to all citizens, particu-
larly neighborhood groups repre-
senting the poor.” The Coalition
has further suggested that this
function could best be performed
by the comprehensive health
planning agency.

Opportunities for consumer par-
ticipation in varying organiza-
tional settings with varying needs
for policy determination, advice,
technical assistance, monitoring,
and evaluation postulate the need
for consumers of varying sophis-
tication and varying experience.

Figure 1 suggests that the ex-
perience needed to make appro-
priate inputs into a local hospital
board, community consumer serv-
ices committee, neighborhood
health center, or voluntary agency
differs from that needed to plan
or advise on State or national pro-
grams; more important, perhaps
the reverse is true. Hence, the
Medicaid task force recommended
that “organizations and institu-
tions involved in planning, pur-
chasing, and delivering health
services should provide for major-
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ity consumer participation in de-
liberations on the nature of those
services, and at least one-third of
that majority should be made up
of users of the health care pro-
gram or facility involved” (2).
From this statement, it would
follow that there are both broad
and particular consumer interests
to be considered ; for example, the
American Hospital Association’s
“consumers” would be both
broadly representative of potential
hospital users and might also in-
clude some recent actual users.
Opportunities for consumer
participation might be looked at in
the light of a “Chinese box” in
which the most effective consum-
ers emerge from a system which

All who are sefyed

fosters their development.

Prewitt (7) uses the Chinese
box to describe the process by
which our political leaders are
chosen, but his box might be

adapted to a health-political sys-

tem. Such a system would require
that certain consumer functions be
performed in behalf of those who
receive health care at local, State,
and national levels.

Figure 2 postulates a planned
system of producing informed con-
sumers chosen from all those who
are served, phased through a series
of experiences on varying levels,
from which those who have the
most to contribute and who have
personal charisma would emerge.

The figure also postulates that

Figure 2. The Chinese box -- a pool ofjcot')sumers

each program will have its own
consumer selection criteria based
on functions as defined legally, by
charter or bylaws. Also operating
would be other selection criteria
such as socioeconomic representa-
tion and the selective effect of per-
sonality and skill. As the opportu-
nities for participation grow fewer,
many are called but few are
chosen.

Achievement of the status of
health consumer leader or of top
spokesman for health consumers
at the national level could not hap-
pen without the experience, desire,
and significant personal effort on
the part of consumers.

Until consumer participation in
health affairs is a more frequent

The particular who are served

Experienced in health affairs at the local level
Experienced at State and local levels
Experienced at the national level

Leaders of health consumer movements

Health consumer leader

,D |

Selective eﬁec‘t‘ of legal requirements
Socioeconomic representation

Selective effects of personality and skill
Allocation of apgjremiceship positions
Politics of nominations

Campaign theory
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Figure 3. Arnstein’s ladder of participation

Citizen control
8
Delegated power Degrees of citizen power
7
Parthership
6 -
Placation
5
Consultation Degrees of tokenism
4
Informing
3 —
Therapy
2 Nonparticipation
Manipulation ‘
1 —

and planned phenomenon, it
would appear to remain haphaz-
ard in its development, depend-
ing upon those who have reached
an awareness of their inequity of
access to health care to bear the
brunt of evolving a larger role for
consumers. In “Rx for Action”
(6), the Urban Coalition has sug-
gested that encouraging and cher-
ishing consumer participation in
total is a necessary function of the
planning process if change and im-
provement is to take place in
health affairs. If, therefore, com-
prehensive health planning would
undertake to strengthen the con-
sumer’s role in health affairs, de-
velopment of this role might not
remain haphazard. With councils
and boards at the State and area-
wide levels required to have a ma-
jority of consumer representatives,
comprehensive health planning
agencies—more than any others—
need experienced and effectively
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functioning consumers.

Planning dominated largely by
the professional, as in the past, has
not achieved its promise. Planning
dominated by the consumer is too
new to be measured against results.
It seems obvious, however, that
the degree to which the consumer
discharges his perceived role, “help
to identify problems and inade-
quacies in medical care, suggest
solutions, and help to design and
implement new policy will repre-
sent the degree to which change
in health care is accomplished”
(2).

Degrees of Participation

There is a critical difference be-
tween going through the ritual of
participation and having power to
affect the outcome of the process.
Arnstein (8) poses a ladder pat-
tern of participation as one means
of sorting out what is meant by
participation (fig. 3). The ladder
postulates degrees of responsibility.

Unless consumers have been des-
ignated responsibility or have as-
sumed responsibility for outcomes
in the decision making process, the
full impact of their potential may
not be realized.

Staff Support

Experiences with community
action programs, comprehensive
health planning, and other groups
indicate that the nature of staff
support given to orienting board
members (and consumer members
specifically) has much to do with
the quality of consumer participa-
tion. Taking this factor into con-
sideration, the Medicaid task force
recommended that: “State and lo-
cal government should establish
staff capacity for inaugurating and
promoting educational programs
for consumers. Health care agen-
cies including hospitals should also
be encouraged to undertake sim-
ilar activities. Licensing organiza-
tions that are working closely with



health care institutions on other
matters should assist these institu-
tions in providing for consumer
participation in policy matters re-
lating to service” (2).
Consumer Training

Many voluntary agencies have
provided orientation programs for
new board members with varying
degrees of success. Since the devel-
opment of programs requiring
consumer participation, such as
the neighborhood health center,
Model Cities, and comprehensive
health planning, more consumers
are being given training. Such
training has brought into focus a
“new” consumer, not the familiar
typical volunteer or yesterday’s
board member of the health
agency. The low-income consumer
appears characterized by a direct
approach to problems, speaking
out on issues, a lack of tolerance
with professionals’ methods of
doing business, and intensely
strong and personal involvement
with the issues at stake.

The degree of feeling and hos-
tility which can be generated was
reported in a study of the training
program for consumers in policy-
making roles in health care proj-
ects (9). “Some felt that medical
professionals unnecessarily as-
serted the sanctity of the medical
professional. One board member
quoted a doctor as saying to him,
‘You better remember you are
working with doctors, not a bunch
of carpenters.’”

Professionals, generally, were
criticized for using complicated,
technical language to express sim-
ple points: “Professionals rattle off
this hogwash ; half the time I don’t
know what’s going on.” Or in the
words of other board members,
“Doctors can rattle on for hours; if
you try to ask a simple question,
they just take it and go on and on.
We asked our director to stop using
long words because we just don’t
understand” (9).

Moreover, “an effective repre-
sentative board will always be

involving new groups and its ac-
tivities and the issues facing the
boards are constantly changing.”
Training should not be viewed as
a “one-shot stabilizing device but
an ongoing process” (9).

Extent of Consumerism

Thus far, the thrust for greater
community participation has had
its major impact on the public
school system. The community is
asking for an unfreezing of that
lethargic system administratively
and politically and for a shift from
peer accountability to community
accountability. It has been sug-
gested that the demand for ac-
countability should lead to new
methods of evaluation and quality
control, integrating in a compre-
hensive way a variety of ap-
proaches. A further effect could be
demand for active participation
within the school system by teach-
ers, students, and paraprofession-
als. The major goals are to make
institutions more relevant to the
needs of the neighborhood and to
make agencies more accessible and
service more available.

A major hypothesis is that a
strong community voice will sensi-
tize the various human service in-
stitutions to potential neighbor-
hood reactions, bringing about
anticipatory reaction to commu-
nity demand and producing a new
and more responsive atmosphere
and tone in the agencies. Whether
this will really happen remains to
be seen. What is clear is that con-
sumers are seeking ways to change
human services.

While pointing out the impact
that a community voice may have
on the human services system,
Reissman and Gartner (10) sug-
gest that “bringing soul to the sys-
tem does not necessarily improve
its efficiency, though it may change
its atmosphere and character; that
the unfreezing of the equilibrium
of human service does not guar-
antee improvement; it provides an
opening for such improvement.”
The test remains ahead. To avoid
many of the basic dangers, Reiss-

man and Gartner call for specific
policy changes at the national
level, suggesting that local com-
munity interests must be con-
nected clearly to larger national
and international issues because
the basic problems of our society
originate and the basic control of
resources lies at the national and
centralized level.

Provider Training

Most, if not all, persons who see
the need for shifts or changes in
health care systems—aside from
the problem of learning to work
with  consumers—suggest that
there is a need for training profes-
sionals on policy-making and ad-
visory boards. Parker, co-author of
a report on training consumers in
policy-making roles, states that
professionals “have as much, if not
more, need for training as the low-
income consumer representatives”
9).

Little information exists with re-
spect to the training of profes-
sionals to participate on policy-
making and advisory boards.
In many organizations, such
as comprehensive health planning
agencies at the State and area-
wide levels, orientation or board
member training appears to be
subsumed as part of an ongoing
operation rather than an area
which requires specific planning.

There is a wealth of material
available on how to get a group
to work together effectively. The
degree to which such information
is being used in specific situations
when there has been no major
thrust nationally to orient boards,
neighborhood health centers, and
comprehensive health planning
groups is not documented. There
are some clues, however.

In a series of informal interviews
with CHP board members, one
chairman of a CHP council indi-
cated that, as the new chairman,
he intended to seek out those mem-
bers of the council least known to
him and least vocal in the activities
of the council and determine their
interests and relevant experiences.
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If these interests are not expressed
voluntarily, he plans to make an
attempt to draw them out by pro-
viding an atmosphere in which
they can express their views.

Another areawide CHP coun-
cil first organized a consumer
group, which in turn was given
the responsibility for developing
criteria for selection of provider
members and orienting such pro-
vider members to perceived health
needs. An advisory committee
charged with reviewing grant ap-
plications recently suggested that
all CHP agencies be required to
submit annual reports on their
orientation activities.

Potential for Change

In some of its deliberations, the
Medicaid task force panel con-
cerned with consumer participa-
tion perceived the unique role of
the consumer as being (a) to as-
sure that decisions of policy-mak-
ing health bodies are based on
awareness of the needs and inter-
ests of consumers, (b) to provide
a continuing liaison with the popu-
lation served, and (¢) to monitor
the delivery of health services from
the point of view of the consumer
as to effectiveness and cost. It is
essential to spell out the role of the
consumer, both to enable him to
fulfill his responsibility and func-
tion and to enable the providers to
accept the consumers’ input. (17).

It is also essential to define pre-
cisely the unique role of the health
professional in providing technical
expertise. Similarly, it would seem
useful to spell out those areas of
joint responsibility for policy de-
velopment and advisory activities.
Furthermore, it would seem useful
to differentiate clearly, in charges
to boards and committees, their
roles in decision making or their
advisory activities.

Effective decision making by
boards or committees does not
come about by accident. Con-
sumer participation is but one as-
pect of a board’s effectiveness. It
can only happen if roles are clearly
defined, if orientation to function
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is a continuing process, if staff
have clearly defined roles to nur-
ture it, and if the process is trace-
able in the activities of the agency
at whatever level. What needs to
be done to make consumer partici-
pation fulfill its potential seems
clear. Whether it will get done re-
mains to be seen.

Accomplishment

It is too early to measure what
the new consumerism is accom-
plishing in health affairs. Some
impact is traceable but the lack of
a clearly defined responsibility for
consumer affairs in health by any
agency hampers a full accounting.
Some impacts are reported with
irritation, other impacts with sat-
isfaction. The interviews with
comprehensive health planning
agencies reported previously indi-
cate that in certain councils con-
sumers have been successful in
moving consumer health problems
to a higher priority. The National
Welfare Rights Organization has
recently been in dialog with the
Joint Commission on Accredita-
tion of Hospitals, pointing to a
consumer role in hospital affairs.
Advisory committee members of
O.E.O. neighborhood health cen-
ters have formed a National Pa-
tient Rights Organization which
has announced and is promoting
a consumer manifesto. Medicaid
task force staff members report
that most organizations and agen-
cies in the health field are talking
about consumer participation.
Consumer organizations have been
formed to undertake functions
which  existing  organizations
would not.

Whether consumer participa-
tion in health will remain a spotty,
little known entity or whether it
will become a full-fledged element
of a changing political and orga-
nizational scene which is more re-
sponsive and relevant in all human
services remains to unfold. What
is clear is that the health profes-
sional needs the consumer to
achieve a relevant and responsive
health care system.
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